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implementation of MyFamily, Cleveland Clinic’s family 
history and risk assessment tool 
– No current compensation. Unexercised 10% ownership in 

an invention disclosure through CC Innovations 

• I am a current Board member of CancerGene Connect, 
a family history collection and risk assessment tool 
developed at UTSW that is now being commercialized 
– No direct compensation. Unexercised stock options of <1% 

of company value 

• Untold hours of volunteer effort for the Global Alliance 



• Non-profit, volunteer-powered global consortium 
catalyzing projects that help unlock the potential 
of genomic data 

• Convenes global stakeholders to share and 
establish best practices and to cross-pollinate 
ideas and learning, fostering a culture of 
innovation and discovery 

• ~400 member organizations – both public and 
private – including Sage Bionetworks (the non-
profit where I work now) 

• Funding from many sources including NIH/NHGRI 





Global Alliance eHealth Fhx Task Team  

• Convened in Q3 2014 

• Built off of work done for NCCRT Fhx Task Group  

• Mandate: 
– Create a standardized inventory of family health 

history collection and risk assessment tools being 
used in clinical care around the world 

– From this knowledge base, develop a statement of 
best practice highlighting current approaches to and 
challenges in enabling family history to guide clinical 
care 
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• John Mattison (Kaiser, USA), 
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Working Group 

• Ed Conley (Farr Institute, 
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• Jeff Greenberg (Kaiser, USA) 

• Ingrid Winship (University 
of Melbourne, Australia) 

• Grant Wood (Intermountain 
Healthcare, USA) 

• Meg Doerr (Cleveland Clinic 
 Sage, USA) 
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Inventory 

• A registry of all known 
clinical family history 
tools listing name, 
provenance, contact 
and clinical features 

• Updated regularly   
(v4.1 live 6/10/16)  

• Feature to allow public 
to suggest 
additions/edits soon 
live 



Statement of Best Practice 

• Discusses strengths and 
challenges of current 
development landscape 

• Provides rationale for 
recommendations 

• Highlights issues to consider 
for developers and 
consumers 

• v4 currently in development 
– Will include description of 

requirements fhx consent 
management system 

– Please share your comments! 



What we found 
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What’s missing? 
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Thank you 
Meg Doerr 
megan.doerr@sagebase.org 
      @MegDoerr 
 


